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Vermont’s law: the “Patient Choice
and Control at End of Life” Act (Act
39)
• Signed into law May 2013
• Requirements:
• Terminal diagnosis
• 2 voluntary oral requests, 15 days apart
• Written request signed by two witnesses
• Dx and prognosis confirmed by second doctor
• Medication is self-administered
• Utilization: paperwork for 52 patients submitted as of
6/30/17

The Vermont Study on Aid-inDying
1) How do ordinary people understand, access, and
contest AID once it is legally authorized?
2) How do healthcare providers and policy stakeholders
accommodate or resist AID as a new end-of-life
practice?
3) What are the ethical challenges for clinical
communication and the patient-clinician relationship?

Methods
•

144 Semi-structured, in-depth qualitative
interviews
•
•
•
•
•
•

•

Physicians (n=29)
Nurses, chaplains, and social workers (n=22)
Terminally ill patients (n=9)
Lay caregivers (n=34)
Policymakers/activists (n=37)
Other VT residents (n=13)

range: 16-118 minutes, mean=57.5

• Participant observation: medical conferences,
advocacy events, judicial hearings

Interview sample

Two key points
1) The physician’s role is more than just writing an
Rx.
2) The communication challenges are broader
than responding to requests.

The physician’s role
• Determining eligibility
• Prognosis, competency, state residency

•
•
•
•
•
•

Counseling and educating patients
Finding a second physician
Finding a pharmacy
Figuring out what to prescribe
Completing the bureaucratic paper work
Planning for the death

• Conceptualization of practical and moral
burden varies widely.

Lessons learned
“But that first case we also talked to risk management, we talked to ethics. Ethics I think
actually met with the patient as well just so that we were very clear about—the patient knew
that he had options. Again, the hospice piece was important—to know that there were other
options through hospice. So um, it just seemed that there was a whole lot involved that
first time and I thought if we have to do this every time. Now we’ve got it down a little bit
better.” (Physician)
“I felt so bad that I had not started the process with him earlier. So, each one you
do you learn, you learn something. I should have started that, I should have said to
him you need to get up here, you need to get up here now when things are not bad.
Have you been thinking about this, we need to get the drug early, we need to get the
paperwork done. I waited until it was too late and then you couldn’t get through the
second week.” (Physician)

Beyond patient requests
In July 2016, the VT Alliance for Ethical Healthcare
and the Christian Medical and Dental Associations
filed a federal lawsuit against the Board of Medical
Practice and several other state agents.
Should physicians inform patients that they have
the option of hastening death under Act 39 in
Vermont?

Providers’ views on the duty to
inform
8/19 providers reported waiting for patients to
“Iinitiate
think because it’s new and people are sensitive, people pretty much … across the
board feel that it needs to be a patient-directed question. I don’t know of anybody
who would put that on the table before somebody asked about it. …For two reasons.
Number one, the population that’s gonna ask about this … they’re a savvy population.
They’re people who really want control, they’re going to know about it; they’re going
to ask. And the people that aren’t going to ask may be less likely to be interested.
So that’s the way I think it.” (Physician)

Providers’ views on the duty to
inform
Nurse: We never bring it up. It’s something that somebody else brings up with
you.
MB: And is that an intentional choice?
Nurse : I think so, because my opinion is, I think you have to be careful about
how people feel about this. And let’s say, for example, that you have a
relationship with the patient and the family, and it’s a comforting, trusting
relationship and they happen to be individuals who are completely against this. If
I bring that up and it’s something that they wouldn’t even consider, that
could, create a huge scar in that relationship. And so, again, they can bring it
up and then you know that the door is open to that conversation, but, unless that
door was opened, I would not bring it up to a patient.

Providers’ views on the duty to
inform
11/19 providers reported that there are circumstances in
which they might initiate a discussion
“I try to bring it up … [as] it’s part of the slate of options, but I don’t dwell on it. And a
patient will pick up on it, if it’s something they really want.” (Physician)
“I think I want my patients to understand everything that’s available and I don’t think
it’s fair to leave a patient in the dark. Whether or not they want to do it or ethically
agree with it is not the issue. I want them to be informed.” (Physician)
“I think I brought it up maybe twice with patients, but mostly
because, it would take very unusual situations.” (Physician)

Equal access to information?
Patients who already know about assisted dying are more
likely to be more educated and from higher SES
backgrounds.
“I think because it’s new and people are sensitive, people pretty much … across the
board feel that it needs to be a patient-directed question. I don’t know of anybody who
would put that on the table before somebody asked about it. …For two reasons.
Number one, the population that’s gonna ask about this … they’re a savvy population.
They’re people who really want control, they’re going to know about it; they’re going
to ask. And the people that aren’t going to ask may be less likely to be interested. So
that’s the way I think it.” (Physician)

Privileging access for advantaged groups
raises justice concerns (Buchbinder 2017,
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